
é MYSON: 
LIVING WITH HIS INVISIBLE ILLNESS



THE BEGINNING



After 14.5 hours of labor my 

one and ONLY Prince was 

borné

Å* Zaharion Marcellus Johnson

Å* 8 lbs. 5 oz.

Å* 21 inches long

Å * Healthy Bundle of Joy



T H E  U N K N OW N  B E G I N N I N G

I remember it like it was yesterday:

* Zarrieyaõscheerleading competition

Å What should have been a 45 minute ride 

home from Grand Rapids, MI, quickly 

turned into 1 hour and 45 minutes

Å * The only music to our ears was 

Zaharionõs crying.

Å * Nothing I did was soothing him

Å * I rubbed his feet and his cheeks, I 

showered him with kisses ALL while 

trying to remain calm

Å * LAST and most DANGEROUS choice: I 

took him out of his car seat so that I 

could nurse him, while my Mother was 

driving on the highway.  

Å * In that moment, I would have done 

anything to see his infectious smile,that I 

had just saw 2 hours earlier. 





WHEN THE CRYING STOPPEDé
ÅHome from Cheerleading Competition, Zaharion is still 

crying. I had tried everything possible to soothe and 
nurture him. 

ðEvery 10 minutes he would stop

ÅAfter about an hour, my Mommy took him to give me a 
moment to rejuvenate. Sitting on the couch across from 
her, she rocked him and kissed himéshe rubbed his 
feetéthe crying started again. Maybe he has to burb? She 
lifted him up against her chest and began patting his back.  
Within 2 minutes, he laid his head on her shoulder. That 
was my WARNING sign!

ðRemember saying, òMommy, something his wrong with him. 
He is NOT a shoulder baby.  He cries every time anyone tries 
to lay his head on their shoulder. I know that he just stopped 
crying, but something isnõt right. ò

ðMommy, òYour right, he is not a shoulder baby.ó

ðMe:, òLets look at his face? He canõt be asleep that quick. Sit 
him up.ó

ÅJust has she was lifting him off of her shoulder and turning 
him around, he let out this piercing cry and I remember 
hysterically screaming, òHIS EYES ARE ROLLING!! 
OMGOSH! LOOK AT HIS FIST! WHY IS HE JERKING! 
WHAT IS WRONG WITH MY BABY! 

ðCrying uncontrollably, I call



PANIC ROOMéPANIC ATTACK
ÅAmbulance arrive within 10 minutes

ð Seemed like 50 million of the same questions

ðRemember thinking, òThis is like the song that never ends.ó

ðRemember asking (while crying uncontrollably), òWhy are you 
asking me the same questions I just answered? Didnõt dispatch 
relay the information? WAITéwhat are you doing with my baby? 
STOPéyour making him cry more.  Now my daughter is crying? 
Couldnõt you have asked me to ask her to leave the room? Sheõs 8 
for Godõs sake!ó STOOOPPPP!! *Another seizure begins*

ÅBlame game

ðòItõs your fault he had another seizure!ó Mommie, why are you so 
calm? Canõt we just drive him ourselves?ó OMGoshéjust give me 
my baby!ó As the EMT says, òMom, we know itõs easier said than 
done, but please stay as calm as you can because heé. 
*ANOTHER seizure* 2 minutes of post *ANOTHER seizure*

ÅGame of Silence

ð After seeing these 3 seizures back to back, I remember standing in 
the middle of the living room, with a blank stare and my lips had 
stopped moving. My head was spinningéeverything/one EXCEPT 
my son was a blur

ðI hear the EMTõs say, òWe have to getéó òNow.ó òMom, you can 
riiéó òNot the back..ó

VS

ðWhat they actually said, òWe have to get him on the ambulance 
NOW! We can finish these questions later. Mom, you can ride in 
the ambulance but youõll have to ride in the front, because we need 
to keep him stabilized.ó 

Step 3

They have to stabilize him as 
much as possible before 

transporting him

òScrew this! Pick Toot up and 
drive him yourselfó

Step 2

The EMTõs are simply following 
their procedures. Asking 

questions is part of the process.

These people need to do less 
talking and more driving

Step 1

TRY to remain Calm Rubontay
You absolutely CANNOT 

remain cam



T H E  E . R .


